Study design Focus group study. Objectives Explore unmet needs and support preferences of caregivers of youth with spinal cord injury (SCI). Setting One pediatric specialty rehabilitation hospital system in the United States. Methods Four focus groups were conducted with a convenience sample of 26 caregivers who were primarily mothers (96%) and married (65%), and had at least some college education (85%). Children living with SCI were on average 12.8 years old (SD = 3.3, 8-18). The average age of injury was 4.7 years (SD = 4.4, 0-16.2); mean injury duration was 8.2 years (SD = 3.9, 2-16); 77% had paraplegia; and 58% were male. Focus groups were digitally recorded, transcribed verbatim, and coded using thematic analysis and NVivo. Results Qualitative data highlighted caregiver perspectives on unmet needs relating to two phases of care: acute and rehabilitation vs. current life with SCI, and two kinds of stressors: those associated with SCI and care vs. those related to other areas of the caregivers' lives, especially their families. Caregivers described stressful interactions with care systems and community services, articulated several concerns regarding well-being of family members, and noted that both they and their children with SCI experienced isolation. Caregivers articulated preferences for additional support from professionals and peers. Conclusions Data suggest the need for ongoing caregiver interventions and strengthened family-centered care systems, including professional assistance navigating health systems and peer support. Intervention development would benefit from further qualitative data collection with additional caregivers of youth with SCI, including multiple family members, and families from more diverse care settings.
Introduction
Youth with spinal cord injuries (SCIs) have complex health and daily living needs that are generally managed by caregivers, most often parents [1] . Challenges associated with caregiving across a variety of chronic illnesses and disabilities are widely documented and include the toll on caregiver physical and emotional health and quality of life (QOL) [2] . Attending to the complex health and unmet needs of caregivers is vital to the overall health of the caregiver, as well as the functioning of the child and the entire family unit [3] [4] [5] [6] [7] . Lazurus and Folkman's stress and coping model [8] and Pearlin and colleagues' stress process model [9, 10] examine the nature of stressors and how internal resources (e.g., coping) and external resources (e.g., social support) can influence how stress impacts health and well-being. Although applied to other types of caregiver research (e.g., Alzheimer's [9] and cancer [11] ), the potential utility of these models in helping understand the complexities of caregiving and pediatric SCI has not yet been actualized.
Much of the SCI research to date has explored health and well-being outcomes among caregivers and how caregiver health and well-being relate to the well-being of those in their care. For instance, SCI caregiving has been associated with elevated depressive and anxiety symptoms, marital satisfaction, and QOL for the caregiver [12] [13] [14] [15] [16] [17] [18] [19] . Further, the mental health of caregivers of youth with SCI has been found to predict child mental health, physical health, adjustment to disability, and QOL [3, 15, 20] . Among families with pediatric SCI, reciprocal relationships have been found between caregiver and child mental health [20] , caregiver and youth post-injury post-traumatic stress disorder [14] , and caregiver mental health and child healthrelated QOL (HRQOL) [21] . Research has also begun to explore skill sets (i.e., resources) that may mediate the relationship between stressors and outcomes. For example, caregiver tendencies to solve problems impulsively and carelessly predicted lower acceptance of disability among adults with SCI at time of discharge and the occurrence of pressure sores post-discharge [22] . In addition, effective caregiver problem solving predicted increased HRQOL of their children with SCI [3] .
Little however has been done to understand the nature of stressors faced by caregivers of youth with SCI, particularly from the perspectives of caregivers themselves. The stress process model offers a comprehensive framework for assessing the nature of caregiving stressors, and distinguishes between primary stressors, which include injury and care demands, and secondary stressors, which include radiating effects extending to other areas of the caregiver's life (e.g., family, employment, and self-care). Understanding the nature of stressors and their particular impact on well-being can help better target intervention efforts.
The purpose of the current study was to gain a better understanding of the stressors experienced by caregivers of youth with SCI, as well as the social supports necessary to address these stressors. Focus groups were conducted to assess caregivers' perspectives on stressors, discussed as "unmet needs," and preferences related to social support. Qualitative research is well suited to documenting personal experiences of those living with chronic health conditions. Through qualitative research, investigators can explore individuals' experiences with health care, understand unmet needs, and foster more nuanced and empathic health care practices that may be overlooked with quantitative inquiry [23] [24] [25] [26] [27] [28] [29] [30] [31] . Focus groups are a useful qualitative methodology for exploring the perceptions and experiences of a group of people who share some common interests or characteristics. The group process encourages members to reflect on their views as well as articulate, elaborate, and clarify their own personal experiences in the context of a group of similar peers [23, 32, 33] . Several focused discussions can be conducted with similar participants to explore patterns in perceptions, dialog, interactions, and group dynamics. The ultimate goal of this work was to build upon existing research that examines stress and coping among caregivers and generate ideas for future supports, programs, and research related to the health of caregivers of youth with SCI.
Methods

Setting
The current focus group study took place within one pediatric specialty health care system in the United States. The focus groups occurred after a yearlong caregiver support intervention that randomized caregivers to an intervention group (received monthly phone calls from a mental health professional) or control group (received care as usual) and concluded with an in-person parent forum for all caregiver participants. Focus groups took place during this parent forum, with the primary purpose being to obtain caregiver feedback on their intervention experiences [34] . However, a secondary purpose was to assess caregivers' unmet needs and support preferences; these data are the focus of the current manuscript. The study protocol was approved by the Institutional Review Board; all participants consented to participate and ethical procedures were followed regarding the treatment of human subjects and reporting of all research procedures and findings.
Participants
The current study included caregivers of youth ages 7-17 with SCI who were injured for at least 1 year and participated in the intervention referenced above. Participants were recruited for the intervention from a pediatric specialty health care system and community organizations serving youth and families with disabilities. Forty-one caregivers initially enrolled in the intervention; 1 caregiver withdrew, and 14 of the remaining caregivers were unable to attend the parent forum that occurred at the end of the intervention due to schedule conflicts, travel concerns, work conflicts, and personal and family health concerns.
All caregivers present at the parent forum were invited and agreed to participate in 1 of the 4 focus groups. These 26 caregivers had a mean age of 41.8 years (SD = 7.7, Range = 29-63) and were primarily mothers (96%), and married (65%); 89% were Caucasian and 85% had at least some college education. Their children with SCI had a mean age of 12.8 years at the time of the focus groups (SD = 3.3, 8-18) and 4.7 years at time of injury (SD = 4.4, 0-16.2), with a mean injury duration of 8.2 years (SD = 3.9, 2-16). Of the 26 children, 58% were male, 81% Caucasian, 77% had paraplegia, 58% had a complete injury, and 42% had sustained their injury in a motor vehicle crash. Caregivers were stratified into four groups for focus group participation: those with children with (1) paraplegia and in the 
The focus group guide
The guide was developed to explore caregivers' unmet needs, support preferences, and experiences with the intervention. The focus groups lasted 1 h, and approximately 5 min were devoted to introductions; 30 min to unmet needs; 10 to support preferences; and 15 to experiences with the intervention. The guide detailed ground rules for group participation and provided prompts for introductions, questions, and exploring domains of interest. Questions included: "Tell me about unmet needs you have as a caregiver of a child with a spinal cord injury?" with probes such as, "What aspects of your caregiving are you least confident about?" and "What are the areas that you are still struggling with as caregivers?" Open-ended follow-up questions were used to elicit additional detail and clarity around unmet needs. Facilitators used summary statements (verbal and written on large chart papers posted on the walls) as a member-checking strategy to clarify, gain more detail, assess consensus, and explore for unique experiences.
Data collection
The 4 focus groups were conducted simultaneously during the afternoon of the parent forum. The focus groups were digitally recorded and transcribed verbatim. The moderators and assistant facilitators were not involved in the design or implementation of the caregiver support intervention. Focus group moderators were doctoral level evaluators with specializations in community psychology and education. Assistants were individuals with varied undergraduate and graduate training.
Data analysis
Data analysis was iterative and involved multiple analysts (the focus group moderators, assistants, and authors of this study). Themes were initially documented on flip charts and reviewed during the focus groups with participants. After the focus groups, the moderators and facilitators debriefed and shared thematic highlights with each other. Coding occurred in two main stages. The first stage of coding focused on summarizing caregiver responses around unmet needs and support preferences, and involved focus group moderators and assistants coding focus group transcripts using Krueger's Long Table Approach [32] and Microsoft Excel.
The second stage of coding focused on a broader organization of the data, as we noted that caregivers talked distinctly about 2 phases of care: (1) early care: acute care, rehabilitation, and preparation for discharge, and (2) current home life with SCI, and that unmet needs could be categorized into 2 types: (1) unmet needs related to SCI and care, and (2) unmet needs related to the radiating effects of caregiving to other areas of caregivers' lives, most prominently their families. Lastly, caregivers' social support preferences fell within two categories: (1) peer support for caregivers and their family members, and (2) professional care navigation. The lead author developed the coding scheme, coded transcripts in NVivo, and worked with a second coder to validate the coding scheme. The coding scheme and key themes are summarized in Table 2 .
Of note, unmet needs did not appear to vary by injury severity or treatment condition, however, there were unique nuances and emphases among the groups, which are highlighted in Table 1 . As is the nature of focus groups, the conversations varied depending on how group members chose to respond to questions. However, the themes presented below were consistently mentioned in all four groups.
Results
Data relating to unmet needs and support preferences are presented here according to the themes highlighted above. Further, subthemes are presented in order of frequency, where subthemes discussed more often by caregivers are listed first. Additional illustrative quotes are available in the Supplementary Table. Unmet Needs Phase 1. Early care
Unmet needs relating to SCI and care. Early care unmet needs focused most strongly on unmet needs relating to SCI and care. Caregivers described unmet needs relating to coping with trauma, navigating pediatric SCI care, and preparing for post-discharge life.
Coping with trauma: Caregivers described being in a traumatic state during the early diagnostic and acute treatment phase; they described the tremendous emotional anguish they felt about the children's injuries and consequences. As 1 caregiver stated, "You are not sure if your child is going to live or die." Caregivers reported that there was very little support for them to process the trauma. They described devoting all their energy to comforting their children and trying to figure out what could be done to help. Some caregivers also shared feelings of guilt and difficulties managing guilt, especially if they were present during the event that led to the SCI. They described feeling alone and pressured to put aside their needs to attend to the stabilization of their child.
Navigation of pediatric SCI care: Caregivers discussed frustrations they experienced finding rehabilitation facilities and services for children with SCI and the great efforts and time it took to have their child moved to a pediatric SCI rehabilitation setting, even when the pediatric center was near their child's acute care facility. Many had little to no help in navigating options. Caregivers talked about delays in accessing specific pediatric SCI rehabilitation care as contributing to delays in their child's access to braces and durable medical equipment (DME), delays in skill development (e.g., transfers, wheelchair skills), and development of secondary conditions like scoliosis.
Once in rehab, caregivers expressed challenges managing their emotions around SCI care. Caregivers reported that medical terminology was confusing and even offensive. In response to her child's injury being classified as "nontraumatic," 1 mother of a child with transverse myelitis commented that pediatric SCI is always traumatic, regardless of etiology. Caregivers described challenges processing and retaining the details of SCI and what was going on with their child's care and well-being. They also described feeling sad and frustrated that providers seemed to have low expectations for their child's recovery. For example, caregivers recalled providers stating that they should be happy that their child is alive, that they should not expect more progress as their child's injury was complete (vs. incomplete), and that certain more aggressive therapies were not worth it in the long run. One caregiver recalled feeling like providers attempted more aggressive therapies not because they believed they would help their child, but rather just to placate them as the caregiver.
Preparation for post discharge life: Caregivers reported feeling unprepared for discharge. Some caregivers described leaving rehab with basic community-and statelevel resource referrals that missed the mark on the immediacy of their needs, such as getting their children into the front door of their homes, acquiring essential equipment, gaining confidence with transfers and activities of daily living (ADLs), and navigating the world of benefits and social services.
Unmet needs relating to other areas of caregivers' lives. While most of the unmet needs during the early stages after injury focused on the child's SCI and care, once in rehab, the unmet needs discussed by caregivers centered on isolation regarding social networks and physical space. Caregivers spoke of the profound isolation they felt from family and friends. Distance between home and the rehabilitation facility, competing life demands (employment and taking care of other children), and visiting restrictions often led to long separations from spouses. They also reported that they had few, if any, opportunities to talk with other parents of children with SCI. Caregivers also reported feeling physically disconnected from life outside of their child's rehabilitation facility, as many reported lacking knowledge about the neighborhood and/or access to local transportation resources. This reduced opportunities for respite or leisure for caregivers, but also for their recovering children. Some caregivers also reported accessibility barriers with public transportation and sidewalks around their child's rehabilitation facility.
Phase 2. Current home life with SCI
Unmet needs relating to SCI and care. Caregivers discussed current unmet needs centering on SCI and care, including challenges navigating healthcare systems and community services as well as difficulties managing home routines.
Navigating services: Caregivers reported experiencing stress as they attempted to navigate and receive support from the many "helping" systems related to their child's ongoing life with SCI, including medical care, insurance, school, recreation, and community settings.
Related to medical care, caregivers discussed challenges with decentralized systems of care where caregivers described efforts to piece together care teams across multiple facilities, organizations, and geographic locations. Caregivers spoke of challenges keeping up with the high quantity of outpatient follow-up appointments across a variety of providers, including physiatrists, urologists, pulmonologists, and physical and occupational therapists. Many caregivers also recalled being told by providers that they could not seek care from multiple facilities, which seemed to be motivated by the providers' own business interests.
Some caregivers spoke of additional challenges finding healthcare providers experienced with girls, adolescents, and youth struggling with their emotional adjustment to SCI. Some also shared perceptions of care becoming less consistent and comprehensive as their child approached young adulthood, echoing earlier frustrations with lowered expectations for their child's ongoing care and rehabilitation and suggesting a possible lack of attention to the many transitions families of adolescents and young adults face.
Several caregivers spoke of ongoing uncertainty about their children's SCI and the circumstances leading up to the injury, particularly when the SCI occurred following a medical procedure or illness. These caregivers appeared to have several outstanding questions about how the injury occurred. They also alluded to trust concerns with medical providers.
Caregivers also discussed frustrations with the difficulty of keeping up with cutting edge research and medical treatments that may benefit their child, including therapies related to ambulation and bowel and bladder care developments. In describing her child with SCI breaking his leg during his participation in a research study, 1 caregiver reported uncertainty about investigators' expertize with SCI and oversight of safety for her child.
Relative to insurance, caregivers commonly described stressful transactions around coverage for DME and therapies for their children. It was common to hear confusion about current benefits and policies. Caregivers were frustrated with the limited availability of public benefits within their state, as well as the oftentimes confusing variation in benefits by state. A particular concern mentioned included lack of coverage for habilitative therapies. The caregivers discussed how because their children were injured at a young age they never had the chance to develop some skills prior to injury; now as a child with SCI, ongoing therapy was critical to the effective acquisition of these skills. Caregivers also discussed challenges updating equipment following growth spurts if insufficient time had passed for replacement/resizing per their insurance policies. Coverage for DME to foster community participation also appeared to be challenging and stressful (e.g., bikes and aids to get in and out of homes and vehicles, etc.).
Relative to education, caregivers described challenges securing educational opportunities in classrooms with typically developing peers, as well as challenges securing help from trained assistants and advocates knowledgeable about SCI. Several parents discussed that home schooling was their only viable option for fostering their child's education given the lack of understanding and capacity in the schools and the high number of outpatient medical appointments their children required. One caregiver in particular stated that home schooling was a last resort after being threatened with truancy court because of excessive health-related absences that the school refused to document as excused.
Caregivers discussed challenges finding recreational activities for their children. They described that their children were often "lumped together" with other youth living with disabilities, most commonly cognitive disabilities. While these opportunities were often physically accessible, caregivers reported that they were not necessarily enriching programming for their children. They discussed that such grouping led to stigma, misinformation about SCI, limited fitness and recreational opportunities appropriate for their children, and lack of school and community social opportunities with typically developing peers or other peers with physical disabilities. An unmet need that impacted both school and recreation was the lack of availability of accessible bathrooms in communities and schools. Caregivers discussed that not all facilities have family bathrooms available to caregivers of both sexes with changing spaces that can support the weight of a larger child (beyond a toddler). They explained that this limited inclusion of their children in field trips and other community activities.
Managing home routines: Caregivers reported many unmet needs managing home routines. Caregivers often described that the quantity, frequency, and intimacy of ADLs and home care regimens, including stretching, bowel and bladder programs, bathing, and menstrual care, are areas of high stress and often beyond their abilities, mostly because of time and energy. Related to this, caregivers alluded to the stress they feel around the need to routinely monitor secondary conditions and concerns (e.g., autonomic dysreflexia, body temperature, urinary tract infections, pressure injuries, etc.). Many caregivers voiced concerns and guilt for not keeping up with their children's care regimens. There was a strong sense that caregivers did not forgive themselves when their efforts fell short of their own expectations. Caregivers alluded to an internal struggle between wanting to do as much as possible for their children and fostering their independence.
Caregivers appeared willing to involve care assistants but struggled to find support. Many said family members and daycare providers were reluctant to provide care to their children with SCI. Some caregivers spoke of challenges training supplemental care providers but others spoke of how helpful and well worth their efforts it had been. One caregiver shared how the paid assistant helps with their child's bathing and bowel and bladder program, and this frees her up to be "mom first." However, it is important to note that many caregivers were puzzled about how to afford supplemental care assistants.
Unmet needs relating to other areas of caregivers' lives
Caregivers talked most frequently about unmet needs related to their families, but unmet needs in other areas of their lives related to social networks, economics, and self-care.
Family. Caregivers frequently spoke of challenges balancing their caregiving duties with other family roles including parenting and marital/partner relations. Caregivers described feeling like their caregiving role has overshadowed their parenting role, related both to their child with SCI and their other children. Several also spoke of challenges in their relationships with significant others/ partners. They described experiencing restricted time with their significant other, and at times, separations and divorce. Many of the caregivers reported that the time and stress associated with caregiving took an even greater toll on their marriages and partnerships than the stressors that usually accompany family life.
Several caregivers reported ongoing challenges for all in the family related to coping with and accepting life with SCI, particularly for their child with SCI and his/her siblings. Families appeared to have established new routines in the years following the injury but still struggled with the emotional trauma of SCI, particularly for those who observed the injury or were present during the early phase of care. Caregivers also stated that they have had challenges finding mental health providers who can support their family's adjustment to their child's injury.
Social network disruptions. Parents reported that their children living with SCI faced challenges bonding and developing relationships with typically developing peers and having very limited to no access to other youth living with physical disabilities. Parents also described feeling disconnected from extended family members and friends. Many described how they pushed everyone away during the early stage of SCI, and how they now struggled with reaching back out to friends and families. Some stated they had a hard time relating to friends. Other caregivers described extended family members being afraid to help for fear of hurting their child with SCI, which then limited their time together and reduced chances of supplemental care support from family members.
Economics. Caregivers described significant financial stress as they tried to cover medical care and equipment, make modifications to their homes and vehicles, afford supplemental care, and pay for family vacations. Caregivers also described lost income due to leaving their careers to provide care to their child with SCI. Lastly, finding flexible jobs was a stressor for those caregivers desiring some employment outside of the home.
Self-care. While caregivers readily discussed impacts of caregiving duties on family routines, it took more probing by facilitators for caregivers to discuss how the lack of time and stamina impacted attention to their own self-care needs. As one example of the lack of attention typically afforded to their own needs, a number of caregivers stated that their participation in the parent forum provided them a first opportunity of respite from the care demands and life stressors since their child was diagnosed with SCI. They described how wonderful it was that someone else was responsible for the details, managed everything, and took tremendous effort to care for them and to treat them to such a special time. Caregivers had similar reactions to the focus groups themselves, as they expressed appreciation for the opportunity to share their perceptions, and actively engaged in conversations with other caregivers. These responses highlighted caregivers' typical lack of attention towards self-care, and their need for validation, relaxation, and respite.
Support preferences
Professional support
Caregivers articulated a need for more support from professionals during the initial treatment and rehabilitation phase. They described feeling overwhelmed and needing help processing all the information they were receiving and emotions they were experiencing. Some stated that it would be nice to have a specific support person to meet with individually and, when possible, in a group with multiple caregivers. Some specifically mentioned someone like a care coordinator to follow-up with, someone who could help them process information, triage emerging care needs, and provide ongoing coordination between primary and specialty care providers. Caregivers also stated that they wish they could have received more information to use immediately following discharge, particularly in terms of specialty care, home care and strategies for maintaining routines, prevention of secondary conditions, insurance, and navigating community integration (schooling, recreation, etc.). Caregivers articulated diverse perspectives on the best format for this information; some expressed a desire for the information in writing (in a big binder) and others stated they would like information to be posted online.
Peer support
Caregivers were unanimous in the need for more peer support. Caregivers spoke of the power of hearing and receiving support from others who have "been there and done that." They would like organizations to help connect families to one another. During the focus groups themselves there was evidence of peer support: caregivers provided each other with information and support around legal issues, educational concerns, recreation resources, accessible vacation options, financial aid, insurance and benefits, care strategies, parenting, care and treatment procedures (in particular around bowel and bladder care), and self-care. Moreover, caregivers spoke of wanting to find marriage, family, and/or youth retreat or camp options to have respite time with others living with SCI.
Discussion
The current study is the first to qualitatively explore the unmet needs and support preferences of caregivers of youth with SCI. There is a long history of examining the mental health of families living with disabilities. Less attention has been paid, however, to preventing mental health issues and to the development and evaluation of interventions that can bolster the supports needed to promote caregiver and family resiliency [7, 35, 36] .
Data from the current study offer a start to understanding the timing of unmet needs and the nature of stressors experienced by caregivers of youth with SCI; together data highlight opportunities for future research and interventions. Primary stressors that were identified included needs related to coping with trauma, navigating pediatric SCI care and ancillary services and systems, and preparing for and then maintaining home care routines. Identified secondary stressors included impacts on the family (including balancing roles and emotional distress), social networks, financial stability, and the caregivers' own self-care. Data also highlighted support from both professionals and peers as resources that could potentially serve as mediators between stressors and caregiver well-being; this builds on past research that has identified the importance of caregiver problem solving skills [3, 22] . Fleshing out these components of stress theory model in the specific context of caregiving and pediatric SCI can help lead to the development of comprehensive models of intervention to support caregivers of youth with SCI.
The themes expressed here, including high stress in dealing with helping systems, challenges coping emotionally with traumatic injuries, radiating effects of caregiving to other life domains, and a lack of social supports, are not necessarily new to the caregiving literature [23, [35] [36] [37] . What is critical to understand, however, is the ongoing nature of these unmet needs for these families. On average, participating families had been coping with life with SCI for 8 years. Their narratives suggest there is a need to develop and strengthen ongoing family-centered systems of care and interventions in pediatric rehabilitation [31, [38] [39] [40] [41] . Specific to pediatric injuries, children cycle through a variety of developmental stages and deal with their injuries differently over time. Throughout these stages, youth with SCI, their caregivers, and family members need ongoing support to bolster coping with the injury, navigating care and services, and maintaining self-care and a sense of normalcy for one's family [42] . Incorporating instrumental support to help families navigate these challenges has the promise of reducing stress and fostering healthy adaptation. In particular, healthcare and rehabilitation models should be informed by trauma-informed care practices [43] , including universal risk assessment and multidisciplinary care that is aimed at reducing acute stress within all families. This can be coupled with cognitive and behavioral interventions to reduce traumatic stress symptoms for those exhibiting heightened distress. Even when families re-emerge from the crisis of pediatric SCI relatively intact, they still face a marathon over the long haul to support their children's and family's needs.
The stress participating caregivers experienced when dealing with helping systems seemed so intense that it deserves particular attention. Similar to what Wuest and colleagues found with female carers [44, 45] , the caregivers in our focus groups, also predominately mothers, alluded to health care, research, insurance, and communities as helping systems that are designed to support families in need. However, they were routinely frustrated and disillusioned by a lack of support to help them navigate complex systems, as well as language and attitudes from some providers and staff that they experienced as non-caring. Narrative data often suggested that the adversity experienced by many caregivers within these helping systems was akin to secondary victimization [46] . Improving access and quality of care, and increasing the fit between needs and services, are important elements with potential to reduce family burden [43] [44] [45] 47] . Providers should assess caregivers' strengths and challenges in processing information, provide information in a variety of formats, and be resilient enough to see past any frustration or negative responses from caregivers in order to provide the support that families need. Support should be provided to providers in the form of initial training and ongoing support to decrease burnout and minimize frustration.
Finally, this study adds to the research on the importance of peer groups and peer support for patients and family members engaged in SCI care and rehabilitation [48, 49] . Throughout the focus groups, caregivers were able to not only express their needs in their own words, but they were able to interact and share their experiences with one another. In addition to providing critical information to clinicians and researchers, the focus group format provided caregivers with a safe place to express their needs and experiences and provide support to each other.
Implications for future research and practice
Several implications emerged for future work, including research, theory refinements, clinical practice, and health care policy. First, there is a need for more qualitative research exploring needs and perspectives from caregivers' perspectives, including multiple parents, caregivers, and siblings within families. This study demonstrates the strength of focus groups, where caregivers are together and able to provide each other with needed supports, while also sharing critical information with researchers. This research is additive to understanding family perspectives on unmet needs, as well as involving families in helping to shape research studies and health care programs [50] [51] [52] . In addition to the need for the development and evaluation of a variety of pediatric caregiver-focused interventions, this research adds to the calls for more service and research attention on families [3, 4, 14, 15] including youth who live with chronically ill siblings [4, 53, 54] .
Specific to theory, while the stress theory model provided an initial useful framework for exploring unmet needs of pediatric SCI family caregivers, the model highlights stress process from the caregiver perspective and does not adequately capture family stress processes. Future research on family caregiving and pediatric SCI would be well served by integrating family perspectives, parenting and parenting stress theory into models on caregiving stress [2, 55, 56] .
Specific to practice, and in particular clinical care during the child's early acute care and rehabilitation, several families suggested the need for parental support during long and often initially chaotic inpatient stays. Support is needed to process the large quantity of information they are faced with, provide insight into what adjustment and life following SCI looks like, and combat the isolation they feel, particularly on weekends. Perhaps health care facilities can work to provide staff or volunteer support during these times for caregivers so they do not feel so alone. Another comment pointed to the need to allow more than 1 caregiver to stay by a child's bedside. If this is not feasible, perhaps the second caregiver can stay elsewhere in the hospital (in a hotel-type environment) and carry a pager so he or she can easily be reached. In addition, caregiver perspectives on the trauma and chaos of SCI suggest that many could benefit from follow-up professional support to digest the ongoing implications of the injury at different life stages, and navigate lifelong transitions and care needs. Moreover, respite and peer support could foster adjustment to life after SCI.
Limitations
This study included several limitations. First, the convenience sample consisted mostly of females, specifically mothers, from North America. Therefore, the personal experiences and unmet needs shared may not reflect those of fathers or other types of caregivers including those living in other regions of the world. In addition, caregiver participants were primarily recruited from 1 health care facility that served youth with SCI. Therefore, the experiences of other caregivers who have children with SCI who do not have access to or communication with this facility are not captured in this research study. In addition, the children of participating caregivers had been injured between 2 and 16 years ago. Therefore, these caregivers' experiences of the acute phase of care may not represent those of families who have more recent injuries. However, anecdotal reports have echoed more recent caregiver perceptions of acute care as chaotic. Furthermore, the current sample of caregivers was highly educated, and it may be that they experienced different types of needs as compared to caregivers of youth with SCI with less education. These caregivers were also all able to travel to the hospital for the intervention described above. Although the study funded all expenses related to travel, the travel requirement reportedly prohibited some caregivers from participating. Finally, the groups were only 1 h in length and ran simultaneously, so we cannot be assured that we reached saturation. However, saturation is not just about numbers but also the depth of the data [57, 58] ; no new coding emerged from one group to the next, and the 4 groups generated thick description. Program and intervention development would benefit from additional qualitative data collection with similar and distinct caregivers of youth with SCI.
Conclusion
Caregivers poignantly articulated a number of unmet needs relative to the acute and rehabilitation phases of care through ongoing maintenance of SCI. Caregivers also articulated a need for more social support, from both professionals and peers. In the spirit of discussions of familycentered care and providing youth with special health care needs specialized care within medical neighborhoods [47] , it is imperative that we search for opportunities to provide caregiver services as part of our commitment to serving youth. While more research is needed to understand how best to meet their needs, this study provided an important first step in terms of understanding the unmet needs of a sample of caregivers of youth with SCI.
